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Disclaimer 
The content within this booklet is for informational purposes only. It is not intended to be a 
substitute for professional medical advice. Families are encouraged to discuss the information 
in this booklet with their childõs doctor or other health care providers. 
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Specialty Health Services 

Clinics and Programs 

For many children with metabolic disorders, evaluation by an experienced team of        
professionals is necessary for optimal treatment. Families are an essential partner to 
the team as they are the principle caregiver and the center of strength and support 
for the child. The links below provide access to information on many metabolic  
disorders and their diagnosis, management or treatment: ghr.nlm.nih.gov/condition 
or nbs.health.nd.gov. 
  
 
 
Special Health Services (SHS) funds a metabolic disorders clinic for children with       
Phenylketonuria (PKU), Maple Syrup Urine Disease (MSUD), Medium-chain acyl-CoA 
dehydrogenase (MCAD), and other metabolic disorders in Fargo, N.D. This SHS   
supported clinic provides multidisciplinary team evaluations where families have an 
opportunity to see many different providers in one place at one time. Reports     
generated from the clinic visit include recommendations to help direct care for the 
coming year. All children who might benefit are eligible to attend with no direct cost 
to the family. For more information, review the following link: https://
www.health.nd.gov/sites/www/files/documents/Files/HSC/SHS/
SHS_Clinic_Directory.pdf?ver=2 
 
Clinics make a positive difference in childrenõs overall care. Families report that  
clinics provide: 
 
¶ Information, education and reassurance 
¶ Diagnostic evaluation and treatment 
¶ Coordinated/comprehensive care 
¶ Follow-up and monitoring 
¶ Access to specialty medical care 

 
Metabolic Disorders Clinic 
The clinics are held multiple times per year. Support for family travel and lodging  
expenses may be available.  

 
Sanford Broadway Building 
737 North Broadway 
Fargo, N.D. 58102 
701-234-6600 
Toll free: 800-828-2901, #3 Option 

 
Metabolic Food Program 
The Metabolic Food program provides medical food and low-protein modified food     
products to individuals with PKU and MSUD. For more information, contact SHS at 
701-328-2436 or toll-free at 800-755-2714. 
 
 

https://ghr.nlm.nih.gov/condition
https://nbs.health.nd.gov/
https://www.health.nd.gov/sites/www/files/documents/Files/HSC/SHS/SHS_Clinic_Directory.pdf?ver=2
https://www.health.nd.gov/sites/www/files/documents/Files/HSC/SHS/SHS_Clinic_Directory.pdf?ver=2
https://www.health.nd.gov/sites/www/files/documents/Files/HSC/SHS/SHS_Clinic_Directory.pdf?ver=2
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Other Low-Protein Food and Formula Assistance 
Formula and low-protein food companies may offer varying degrees of assistance. 
The following is a list of examples, but not representative of all companies.   
¶ Cambrooke Foods offers assistance with low-protein food products through 
their Cambrooke Care program. An application is available at  

 cambrooke.com/included/docs/cambrookecare_app_form.pdf. 
¶ Abbott-Nutrition may offer assistance to individuals that are not covered by a 
public or private entity. They do have financial criteria, but do not limit  

 according to age.  To learn more go to abbottnutrition.com or call toll-free at 
 800-227-5767. 
¶ Nutricia offers personalized assistance obtaining formula coverage through 
their Nutricia Navigator program. To learn more go to http://
www.medicalfood.comreimbursementga=2.151019961.162338250.162272367
1-1817217120.1605020520 or call 1-800-365-7354.  

 
Phenylalanine (Phe) Testing 
Every baby born in North Dakota is required by state law to have a newborn       
blood spot screening test, which includes testing for specific hereditary and genetic           
disorders. Phenylketonuria (PKU) is one of the disorders that may be identified by 
this testing. Newborns with PKU will need to have routine lab work drawn and will 
be monitored by a metabolic specialist. The ND Department of Health has a  
contract with Sanford Health to monitor patients with PKU who reside in ND or are 
a patient of the designated specialist from Sanford Health. For additional  
information on PKU monitoring or to request testing supplies, contact the Sanford 
Medical Genetics Clinic at 701-234-2362.  
 
For a complete listing of the disorders included on the newborn blood spot   
screening panel, visit the ND Newborn Screening Program website: 

nbs.health.nd.gov/materials-resources/fact-sheets-disorders 

Insurance 
The cost of special metabolic formulas and special low-protein foods may be  
reimbursed by insurance companies. State law mandates insurance policies cover 
medical food and low-protein modified food products that have been determined 
medically necessary by a physician for the treatment of inherited metabolic disease.  
  
Assistance 
SHS can pay for special formula when children birth to age 21 are medically and  
financially eligible for the Financial Coverage program. For more information, call 
800-755-2714. 

https://www.cambrooke.com/included/docs/cambrookecare_app_form.pdf
https://abbottnutrition.com/
http://www.medicalfood.com/reimbursement/?_ga=2.151019961.162338250.1622723671-1817217120.1605020520
http://www.medicalfood.com/reimbursement/?_ga=2.151019961.162338250.1622723671-1817217120.1605020520
http://www.medicalfood.com/reimbursement/?_ga=2.151019961.162338250.1622723671-1817217120.1605020520
https://nbs.health.nd.gov/materials-resources/fact-sheets-disorders
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Genetic Services 

Sanford Childrenôs Broadway Clinic  

Informed Medical Decisions (telehealth genetic counseling services) 

Sanford Health Genetic Counseling 

 
Genetic testing is used to identify DNA changes associated with specific medical         
conditions. Genetic testing can help determine whether a person has a genetic 
disease, whether it has been inherited, and the chance for future children or other 
family members to have the same condition. 
 
 
 
 
 
737 N. Broadway 
Fargo, N.D. 58102 
Phone: 701-234-2362 
sanfordhealth.org/medical-services/genetics 
 
 
 
209 North 7th St.     Womenõs Medical Center 
Bismarck, N.D. 58501    414 North 7th St. 
Phone: 701-323-8030    Bismarck, N.D. 58501 
       701-323-5870  
sanfordhealth.org/medical-services/genetics/genetic-counseling  
 
 
North Dakota Contact: 
Marie Schuetzle, MS, CGC Senior Genetic Counselor 
Phone: 800-975-4819 
Fax: 800-930-0961 
informeddna.com 
 
Health Care Providers 
Metabolic disorders can often best be managed by a metabolic clinic team. In 
North Dakota, care providers may include:  
 
 

¶ Nurse Clinic Coordinator 
¶ Pediatric Geneticist   
¶ Prenatal/Pediatric Nutrition Specialist 
¶ Medical Social Worker 
 

¶ Child Psychologist 
¶ Education Specialist 
¶ Licensed Independent Clinical Social 
Worker 

 

https://www.sanfordhealth.org/medical-services/genetics
https://www.sanfordhealth.org/medical-services/genetics/genetic-counseling
https://informeddna.com/
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Additional Resources 

Anne Carlsen Center  
 
The Anne Carlsen Center offers a rich tradition of empowering individuals 
with disabilities and their families. Their experienced staff provides compassion, 
training, services and support in homes and communities across North Dakota. 
On the Jamestown campus, they meet the educational, residential and  
therapeutic needs of children and young adults with autism, behavior disorders, 
medical fragility and other developmental disabilities. They also provide services 
in the home through customized support for individuals from birth to age 21. In 
addition, through their community-based services (i.e., in-home support and 
community day support), Anne Carlsen accommodates individuals of all ages, 
including adults. For more information about services in the Dickinson location, 
call 701-934-1144 or visit: annecarlsen.org. 
 
Bismarck (also covering Dickinson)    Jamestown 
1929 N. Washington St., Suite GG    701 3rd St. NW 
Bismarck, N.D. 58501      Jamestown, N.D. 58402 
701-751-3732       701-252-3850 
800-201-8672       800-568-5175 
 
Fargo         Minot 
4152 30th Ave. S., Suite 102     1408 20th Ave. SW,  
Fargo, N.D. 58104       Suite 7 
701-364-2663       Minot, N.D. 58701 
800-201-8672       701-858-0009 
 
Grand Forks    Devils Lake   Bottineau   
2016 South Washington St. 218 4th St. NW  1 Winter Park Road 
Grand Forks, N.D. 58201  Devils Lake, N.D. 58301 Bottineau, N.D. 58318 
701-757-4200    701-662-6324  701-263-4556  
888-815-3770 
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This is a service designed to help families with children from birth to age three 
with disabilities and/or developmental delays. The goal of this program is to  
support the child and their family in gaining skills and fully participating in their 
natural environment. By partnering with families, ND Early Intervention provides 
them with the tools and support they need to help their child be successful.  
Qualifying families have access to a wide array of therapeutic professionals, as 
well as a Service Coordinator (DD Program Manager) and an Experienced Parent. 
Anyone, including family members, can refer a child for a free developmental 
evaluation, with eligibility based on the following criteria: 
 
¶ Displays a 50 percent delay in any area of development (cognition, communi-
cation, motor, self-help or social emotional skills).  

¶ Displays a 25 percent delay or more in any two areas of development. 
¶ Has a diagnosis or disability that impairs typical development. 
¶ Has a significant health condition that puts them at high risk for developmen-
tal delays. 

 
Another component to ND Early Intervention is Right Track. Right Track provides 
a variety of services to families, which include developmental screenings, referrals 
to community resources, serving as a resource to parents, etc. To make a referral, 
or to learn more, call the Developmental Disabilities Division at 800.755.8529 or 
visit: nd.gov/dhs/services/disabilities. 

 
 

 
SSI provides monthly payments for children who meet disability and financial  
eligibility requirements.  For more information, contact the Social Security  
Administration at 800-772-1213 or visit ssa.gov. 

 
 
 

WIC provides nutritious foods, offers information about how to feed your family, 
and helps you participate in other important health programs. Pregnant women, 
breastfeeding women and children up to age 5 who meet WICõs liberal income 
guidelines are eligible to participate.  For more information, contact 800-472-
2286 or your county WIC office as listed in the phone book. Visit ndhealth.gov/wic 
for additional details.  
 
 
 
 
 
 
 
 
 
 
 
 
 

Early Intervention (Infant  Development) 

Supplemental Security Income (SSI) 

Women, Infants and Children (WIC) 

http://www.nd.gov/dhs/services/disabilities/
https://www.ssa.gov/
http://www.ndhealth.gov/wic/
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Family Support Services 

Child Care Assistance Program 

Child Care Aware 

Developmental Disabilities Division 

Child Care Aware provides assistance locating child care and other related  
services. Call Child Care Aware at 800-997-8515 or visit ndchildcare.org for more de-
tails. 
 
 Bismarck: 701-530-2525 
 Fargo: 701-476-6820 
 Grand Forks: 701-787-7755 
 Jamestown: 701-252-0350 

This program provides financial assistance to low-income families for child care 
costs.  
 North Dakota Department of Human Services 
 600 East Boulevard Ave.,, Dept. 325, Bismarck, N.D. 58505 
 Phone: 701-328-2332 
 Toll-Free: 800-755-2716 
 nd.gov/dhs/services/financialhelp/childcare.html 

The Developmental Disabilities Division within the ND Department of Human  
Services provides services to North Dakota citizens of all ages with developmental 
disabilities.  
 
 Developmental Disabilities Division 
 Phone: 800-755-8529 
 nd.gov/dhs/services/disabilities 

https://ndchildcare.org/
http://www.nd.gov/dhs/services/financialhelp/childcare.html
http://www.nd.gov/dhs/services/disabilities/

